A questionnaire survey of 69 families of brain dead patients is reported. The study population included those who had been asked about organ donation as well as those who had not, those who had agreed to organ donation and those who had declined. Their experiences and their perceptions of treatment and explanations of underlying disease, brain death and organ donation were examined. Their own knowledge of and attitudes towards organ donation as well as the prior knowledge and wishes of their deceased relative were also explored.
Sudden death as a consequence of an acute severe brain injury is the essential and inevitable precursor to the donation of most solid organs. For most families of such patients this is also the first occasion for any real association with brain death. There is no preparation for the onslaught of sudden death on the integrity of the family unit, none of the protection that might be conferred when death is expected, and, usually, no educational basis for any insight into the horrifying idea of a destroyed brain within a seemingly living being.
Organ donation and transplantation occurs in this context and it is no surprise that involvement in donation could be believed to aggravate the grief experienced and to hasten or worsen the degradation of the family unit. Those involved in the care of such patients and their families may also presume the possibility of further damage through their own discomfort, and their own fears and dislike of the process involved. For as many who believe that organ donation may alleviate the grieving process there would be as many who would assume that the contrary might occur. The carers see and feel the pain of bereavement, observe the abreaction and anger of family members, are often the recipients of that anger, and can hardly be blamed for assuming that organ donation only worsens the emotional injury. Reluctance to be involved in, and to discuss organ donation, are likely results of such feelings.
These concerns have, however, not been based upon examination of actual experiences. There are now a number of studies examining the experiences of the families and friends of organ donorsl. 5 . Two studies which interviewed relatives who were asked have been reported 6 • 7 • Neither includes those who had not been asked. With this in mind this study was designed to attempt an examination of the experiences of a group of families of patients declared brain dead, including those becoming organ donors, those where donation was refused, and those not asked about donation.
METHODS
The study was designed to interview the next-of-kin of all patients declared brain dead in the Westmead Hospital Intensive Care Unit between January 1, 1987 and October 12, 1990 .
The objectives of the study were: -to assess the overall care provided to the families and the adequacy of the information provided to them, -to determine whether organ donation affected the responses to the questionnaire of those involved in organ donation as compared to those who were not, -to determine any factors which might have influenced the decision-making process for the families asked to donate, -to assess the attitudes of the next-of-kin to organ donation and transplantation.
The study was conducted with the approval of the Westmead Hospital Human Ethics Committee.
Westmead Hospital is a 900 bed tertiary referral hospital serving an immediate population of over 800,000 people in Western Sydney. At the apex of a wide referral area, having the nearest CAT scanner and a full neurosurgical service, and being an accessible base for helicopter retrieval, the hospital received a substantial number of patients requiring emergency care of acute brain injuries.
From a yearly average of 200 seriously brain injured patients there were approximately 60 brain deaths recorded in each year of the study, a mortality rate in keeping with that in trauma alone 8 • All patients requiring ventilation for management of severe brain injury were admitted to the sixteen-bed Intensive Care Unit.
All patients in ICU were coded at discharge for their demographic details, primary diagnosis, procedures and complications. In addition all patients in whom a diagnosis of brain death was made had a further data form completed. Whether they were asked, consented or refused, the family member involved, ethnic and religious origins, cause of brain injury, age, sex were available from the brain death data sheets. These two sources were collated to create a complete record of patients diagnosed as brain dead during the study.
Consent and Questionnaire
The study protocol required that families be contacted first by telephone to introduce the study and to request consent before questionnaires were mailed. When a telephone number was not available from the hospital records, or when the number was found to be no longer appropriate, a brief explanatory letter was mailed, requesting a reply and a suitable contact telephone number. Once telephone contact was made and consent for involvement obtained, the full questionnaire was sent out with the request that it be completed independently, and an appointment was made for a subsequent telephone interview. At that interview the questionnaire was reviewed and the interviewer completed a secondary copy from the replies gained in the telephone interview. The questionnaire was not returned by the family until that interview was completed.
The intention of these complicated arrangements was to avoid the unannounced arrival of a bulky and intrusive questionnaire, so as to avoid arousing past pain and bad memories with no immediate access to support, and a possible worsening of the very subject to be examined. It was considered that without this approach the validity of consent to involvement would be questionable. At the same time, clear refusal to be involved, or to complete, could also be ascertained, where possible. A telephone interview in which the questionnaire could be re-examined offered the opportunity for clarification of questions asked, and as recommended by the bereavement counsellor, an opportunity for the family member to receive support and explanation where specific questions aroused or exacerbated sad memories and unresolved anxieties. The objective of completing two copies was to check on any possible bias introduced through the influence of the interviewer.
The interviews were conducted by a trained bereavement counsellor (TP), who could provide some support at the time, and advise on follow-up counselling as required thereafter.
Questionnaires were personalized, using the patient's name, and "her" or "his" as appropriate. The data sheets provided advance information indicating that the reviewer knew whether organ donation had been requested, and if so, granted or declined. Although the majority of questions were the same for all three groups, some were reworded. One example is as follows: "When you decided not to donate did you have any doubts about whether Jane was really dead?" (for those who declined to donate)-or~'After the doctor had told you John was dead did you still have doubts about whether he was really dead?" (for those who were not asked).
In both the above cases it was acknowledged that "you do, however, represent those few people who have experienced the sad and distressing situation of having a relative who has been declared brain dead ... because of this we believe your thoughts and opinions on organ donation and transplantation to be very importanC'
All respondents completed a set of 36 primary questions relating to information and explanations provided about the brain injury itself and memories of helpful or harmful handling by hospital staff. It also inquired about the respondent's prior knowledge of brain death, the quality of explanations given, and present understanding of brain death. The three groups also completed a second set of questions which were phrased according to whether they had been asked and whether donation had occurred. This second form related first to the respondent's own knowledge and understanding of organ donation and transplantation, and their own wishes, and second to any knowledge of the patient's beliefs, wishes and previous discussions. For those asked about donation, their decisions, memories of good and bad influences, sensations and pressures, and information provided, were examined. All were asked about timing and experiences relating to time and facilities before ventilator removal (or transfer to the operating room), and about viewing of the body. All were asked about follow-up support and bereavement counselling.
At the time of the telephone interview the researcher completed a personal assessment of grief resolution for each family.
Statistical Analysis
Comparison of the study group as a whole with the group who responded to the initial letter was performed using multifactorial logistic regression, as was analysis of the differences between those asked and not asked, and between those consenting or declining. Chisquared analysis was used to determine the significance of differences observed in respondents' answers to the questionnaire and interview. Significance was ascribed to a P value below 0.05.
RESULTS
A total of 211 brain dead patients were recorded during the study period chosen. Organ donation had been requested from 141 patients and not from 70. Organ donation occurred in 79 cases (58070 of those asked) and permission was refused in 62. One hundred and sixty-three questionnaires were prepared in the time allocated for the study. The balance included patients over the age of 70 years at death, family contacts living out of state, and those where the services of an interpreter had been necessary at the time of brain death. The latter were excluded because there would be no way of providing adequate personal and counselling support. Of the 163, 32 families were confirmed to have left their address and had left no forwarding address or telephone number: 38 families had no telephone contact and there was no way to confirm whether they had received the initial letter requesting them to call the interviewer, and no replies were received from those 38. Nine of the next-of-kin refused outright and 18 initially agreed but did not complete the questionnaire.
Full responses were achieved from 69. Of those 69 replies, 32 were from donor families, 21 had not agreed to donation and 16 were from next-of-kin who had not been asked about donation. Since the mean length of time from the death to subsequent contact for the study was approximately 28 months, this return rate was expected. Fewest replies were received from the 1987 group.
The whole study population was assessed using logistic regression analysis to compare those patients in whom organ donation was considered (asked) with those where it was not (not asked); amongst those asked about organ donation, comparison was made between those consenting and those refusing; and finally those who returned the questionnaire were compared with those who did not.
Significant differences were noted between those asked (n = 70) and those not asked (n = 141) for two demographic parameters. The odds of being asked about organ donation peaked in the group 30-39 years, and those who spoke English were significantly more likely to be asked (P=0.016). The patient's sex, diagnosis, whether or not trauma was involved, and ethnic origin were not significantly different between the two groups.
Comparison of those actually donating (n = 79) with those who refused (n = 62) demonstrated that females were significantly less likely to donate than males (P=0.019), donors were of caucasoid ethnic origin (P=0.049) and English speaking (P=0.007). There were no significant differences with respect to age, duration between admission and death, diagnosis of the cause of death, involvement in trauma, or which family member was the principal next-of-kin.
The whole study population was finally divided into those who had been found and responded by returning the study questionnaire (n = 69) and the remaining patients (n = 142). There were no significant differences found between those groups for age, sex, duration between admission and death, diagnosis, involvement in trauma, ethnic origin, native language, or which family member consented or refused donation. The one difference noted was that families who had not been asked are under-represented in the responders (P=0.014).
The initial period: Illness and treatment plan
Respondents were asked about information provided regarding the patient's illness and treatment plan; 63070 regarded the information as sufficient, most (83.5070) felt that the information was understandable but 36070 were also confused through insufficient information, the use of overly complex medical terminology, the Anaesthesia and Intensive Care, Vul. 23, No. 1, February, 1995 suddenness and their distress. Those who felt they did not gain sufficient information regarding the illness and treatment plan were more likely than others to indicate that they were confused by the information given (P=O.OOI), did not understand what they were told (P=0.009) and would have liked other methods used to explain the patients medical condition (P=O.OOOl). Those who were given insufficient information were more likely than the remainder to complain that they were given different information by different staff members (P=0.002).
Thirty-six would have liked methods such as X-rays, diagrams, models or pictures used to explain the patient's brain injury. While the majority (82070) indicated that they were given enough opportunity to ask questions and that staff were willing to answer their questions (85 %), many qualified their responses by commenting that they did not know what to ask, or that they were reluctant to bother the busy staff members.
Unfortunately 22 families admitted that they experienced some rudeness or unpleasantness from staff at some stage of the hospital care. Nurses were more likely to be officious and impatient, while doctors were judged as cold and callous. Social workers and the chaplain, however, were also included in the complaints. The staff gave some 18.5070 of relatives the feeling that they were in the way or unimportant.
Prior knowledge of brain death
Thirty-nine of the 69 respondents claimed to know something about brain death before the patient's admission, mostly from the print and broadcast media. Only 14 were, however, considered by their comments to have a reasonable idea of brain death. An attempt was made to assess the quality of their response by asking about knowledge of Karen Ann Quinlan 9 • Although 35 knew about her case, six thought she was brain dead and only six were considered to have a good understanding of the difference between her case and that of their relative. However, those who had heard of her generally had a better knowledge of brain death than those who had not (P=0.02).
Explanation of brain death
Twenty per cent of families felt that brain death was poorly explained. For seven families their distress interfered with their ability to understand what they were being told, for five the terminology was too complex, six felt that the explanation was insufficient, one believed that none had been given at all, and one believed that the staff were avoiding the direct truth about the patient's condition. Fifty-five per cent would have liked Anaesthesia and Intensive Care, Vol. 23, No. I, February, 1995 diagrams and pictures, X-rays and written material to aid understanding: 81 % felt free to ask questions, and 61 % reported being given enough information as to the tests used to confirm brain death. The most common comment was that the tests were not explained, or that they were only told that "the tests were done' '. There was a strong relationship between the level of satisfaction with the amount of information given initially and that given at the time of brain death (P=0.0003).
Subsequent understanding of brain death
Respondents were asked to describe their present understanding of brain death. From these responses, 36 (52%) were judged to have a good or satisfactory knowledge, 27 of whom had improved from their prior understanding, 52 believed that they knew why the heart was still beating and why the body was still warm.
Twenty-five (36%) answered in the affirmative to the question "did you ever have doubts about whether (JanelJohn) was dead" (i.e. after having brain death explained).
Forty-eight (70%) felt that they would have been helped by having written material sent to them after they had left the hospital, although 31 felt that receiving it may have caused them additional distress.
Prior attitudes to organ donation and transplantation
Prior knowledge of the source of organs for transplantation (brain dead patients on ventilators) was claimed by 46 of 69 respondents, largely through the media. Seventeen thought they could be taken from anyone who had died.
Respondents were asked whether they had made a decision for themselves about organ donation, prior to the patient's admission. Thirty (44%) were in agreement, seven against, and 31 had not thought about it. Forty-two (61 %), however, responded positively to the question "would you have donated your own organs?" Those who had not thought about it before the hospital admission were less likely than those who had, to agree to the prospect of organ donation for themselves (P=0.OOO7), and also tended to be less likely to agree to donation of their relative's organs (P=0.09 not significant). For 36 the decision was based upon helping others, two because it would give more meaning to their own deaths, and two because it might help their own relatives' grief. Thirteen noted that someone else might as well use the organs as they would be wasted. Of those unwilling, five felt that the body should be left in peace, three on spiritual grounds, three did not know enough or had reservations about transplantation, and three said that their organs would not be of any use to others.
Those who reported having both thought about it and making an earlier positive decision about donation in general were significantly more likely to be resolved in their grief than those who had not (P=0.03).
The subject of organ donation and transplantation had been discussed with the patient beforehand in 37 cases. The respondents' understanding was that 23 patients had agreed, 11 disagreed, and three were uncertain. To the best of their knowledge, six patients had signed organ donor cards, and 14 their driver's licence, these groups overlapping. Six of the 69 patients were too young to have a driver's licence. In all, 19 relatives understood that the patient had indicated their wish to donate, 15 as declining, and 33 being unaware of the wishes of the deceased.
The decision to donate
The decision to donate was largely influenced by what they believed the patient wanted -either from a donor card or driver's licence (n = 8), or because they were the kind of person who would have helped someone else (n = 10). Somewhat more disturbing were the two who felt they were too exhausted to think properly, and the one who said they agreed because they were "badgered" by the staff.
The decision to decline organ donation was in response to the patient's wishes (n=8), or because they did not want the patient to suffer any further disturbance (n = 5). The group who had not been asked about organ donation were asked whether or not they would have donated, had they been asked at the time. Of the ten who answered this question, eight would not have, commonly because they were unaware of the choice of the patient.
There was a strong correspondence between the attitudes of the respondents regarding their own choice, and their agreement, or not, to donate their relative's organs. Where the wishes (or beliefs) of the patient were known, however, they were always followed: 13 of 52 who expressed an opinion about themselves made the opposite choice for the patient, in order to follow the expressed wishes of the patient. The one exception was the relative who agreed to donation, apparently against the wishes of the patient, with later cause to regret their action.
Other than the above, no factors assessed appeared to affect the decision to donate. Treatment and experiences, good or bad, knowledge of the source of organs, or the level of understanding of brain death, at any time, appeared to have no statistically significant effect. Only one person stated that the treatment they received at the hospital produced a refusal.
When organ donation was requested
Of those asked, 14 respondents reported that they still had doubts about whether their relative "was really dead". Forty-five (66070) acknowledged that the patient was dead but "emotionally felt him/her to be still alive' '. The experience of this disparity between their intellectual acceptance and emotional sensations was not related to whether or not they agreed to organ donation: eight of those respondents still with doubts were from the group agreeing to donate.
While 43.3070 commented that they were "shocked, surprised or distressed" by the request for organ donation, 23.9070 had expected to be asked or had even approached the doctor before the subject was raised. This group had previously discussed the issue of organ donation in their family, in contrast to less than one fifth of those reacting negatively (odds ratio 7:1).
Of the total, 74.5070 felt that they were given enough time to make a decision and 74070 felt they were given enough information to make an informed choice. Neither factor affected the decision made.
Pressure by staff was felt by nine respondents (without affecting their rate of agreement). These nine however also felt they were given insufficient time or information. Five felt initially that they regretted their decision, three agreed and two declined, but only one (who agreed to donate against the patient's wishes) still felt that way. In answer to the question' 'did you ever think the doctors may not have tried hard enough to save her/his life?", five said they felt that at the time -(three donors, two not). Three (including one who felt too pressured) still thought they could have tried harder.
After brain death
The majority 86070 felt that they had been given enough time with the patient before organ retrieval or the removal of the ventilator, and that they had not been hurried to say their goodbyes (88070). In those cases in which donation did not occur, 60070 chose to see the body after the ventilator was removed. As it was not usual during those years for relatives to see the body of the donor postoperatively, donor families were asked if they would have wished to do so. Only 28070 answered in the affirmative. Only 25070, in each group, viewed the body at the funeral directors. Finally, of the donor families, four out of ten would have liked to be telephoned to be told that the operation was finished.
Since the death
Of those agreeing to organ donation, 84070 (26 of 31) believed that organ donation had been helpful to the Anaes[hesia and Intensive Care, Vol. 23, No. 1, February, 1995 grieving process, principally because of the sense of having helped another person (14) or because they believed that their relative would have liked to have helped another (5) , or that death was not just a waste (5) . Five found it unhelpful, because of added pressure, bad memories and family difficulties afterwards.
Acknowledgement in the form of a letter from the transplant organization was believed helpful in the grieving process by 22 (92%) of the 24 who received such a letter. Of the eight who did not receive one, most felt it to be very upsetting.
Bereavement support was received by 16 (23%). Nineteen of those 53 who had not would have liked to have seen a bereavement counsellor.
Grief Resolution
A decision on the state of grief resolution was reached by the interviewer/counsellor for 86 families. This number was derived from the 69 who completed questionnaires and 17 of the 18 families who, in the end, did not complete the questionnaire at interview. Forty-five (52070) were not considered to have achieved grief resolution, still being at the stage of denial, anger, pining or demonstrating a pathological response. Fifteen had begun the process, but were considered to be resigned rather than fully resolved and able to move forward, and 26 had achieved resolution, i.e. while there might still be pain, life was lived in the present and with a future orientation.
These groups were analysed with respect to whether the patient was a donor, whether donation had been declined, or they had not been asked. There was no statistical significant relationship within any of these groups, i.e. donation, refusing or otherwise was not related to grief resolution, although there was a slightly increased likelihood of more grief resolution among donor families.
DISCUSSION
The overall conclusion reached in reports of interviews with families of organ donors is that organ donation is helpful, not harmful. In all reports, however, adverse experiences, bad memories, unresolved grief and expressions of regret are reported. An association between sudden death, with its attendant grief and the destructive effect on individual and family stability, and organ donation when it occurs, is unavoidable. Whether it is possible to separate the automatic link was the initiating object of this study-was organ donation alone an undue burden upon the family of the organ donor? Statistical analysis would be used to assess whether these adverse experiences are simply a feature of all brain death Anaesthesia and Intensive Care, Vo!. 23, No. 1, February, 1995 diagnosis in the intensive care unit. In addition the opportunity would be available to assess the consequences of the request for organ donation alone, by including those who declined.
Our results suggest that neither the request for organ donation nor organ donation alone can be identified as uniquely differentiating these families from the remainder. As reassuring as this is, however, there is a nagging consistency in the 10 to 15%, or worse, of families who have a memory of inadequate information, time and opportunity, or other comments of inadequate attention. Regardless of the statistical analysis, for the affected individual family and to the concerned commentator on transplantation, the experience of sudden death and brain death in the intensive care unit will be indelibly associated with organ donation. For that reason there is still a need to examine areas where improvement can be made.
The study provided an opportunity to examine the experiences of a group of patients regarding their overall care and treatment in the intensive care unit. The group may not be strictly representative of the performance of the intensive care unit overall, because the families represent not only the worst of stressful and painful situations, but because death, frequently of a young relative, was consistent to all. In addition only 30% were judged to have successful grief resolution.
Nevertheless, the overall impression will be uncomfortable for those working in intensive care units. One third of families admitted that they had at least one experience of rudeness or unpleasantness. One fifth felt they were in the way or unimportant. Overworked and overstressed nurses will be unhappy to be told that they were officious or rude, but perhaps awareness of the need for greater tact, for flexibility in visiting rules, for kinder words and more contact will be helpful. In a study which ranked the perceived needs of 40 relatives of critically ill ICU patients 10, such things as having the waiting room near the patient, to see the patient often, to feel accepted by the staff, to feel that staff care, rank in the top ten of 45 priorities. For the medical staff who would recoil from the thought of being called cold and callous, the same study ranked at the top of the list the need to feel that there is hope, without which no family can go on to face the next in a series of dreadful disclosures. The need to know the prognosis, to have questions answered honestly and to receive information once a day (at least) are also in the same top ten.
In a unit with such a large population of severely brain injured patients, so many brain dead patients and so many donors, the revelation that 37% of families felt that information about the illness was inadequate, I. Y. PEARSON ET AL. and that possibly 50% of families were considered to still have an inadequate understanding of brain death, is troubling. It is possible to conjecture that a detailed understanding or an ability to give a good account of brain death is of little ultimate importance if the family were ultimately satisfied that what they were being told was reliable, and were able to believe and trust the final impact of diagnosis. After all, 80070 believed that brain death was explained at least satisfactorily, and 75% felt they could understand why the heart was still beating and the skin warm. Even this somewhat paternalistic approach still leaves at least 20% with an apparent lack of understanding.
With insufficient knowledge is likely to go a lack of confidence in decisions made, not by the doctors per se, but by the family themselves in their decision making about organ donation, especially where the decision had not previously been made by the patient. There is some potential remedy however, in the knowledge that 55% felt that seeing the X-rays, being shown diagrams and pictures, and having written material to read later would have been helpful. Most intensive care specialists take great pains with explanations, and often seem very successful at it. However, the stress of the situation, the complexity of the avalanche of information and the apparently differing explanations from different staff members cause confusion and memories of inadequacy. Written material and diagrams may help to reinforce explanations, and aid recollection when later doubts arise. It is of note that relatives are not usually shown angiograms or CAT scans, simply because of the perception that they are of little use if the untrained observer cannot even know normality. In fact, even the untrained can easily see the haemorrhage, if shown along with the normal CAT scan. Even failing that, producing the X-rays is a concrete demonstration of the attempt to explain and is greatly appreciated. One statistical association was the correlation between insufficent information and being given different information by different staff members (P=0.002). The intensivist is reminded again that regular meetings, arranged daily, by the same consultant (or senior trainee) at which consistent information is provided will produce greater satisfaction with information received.
Despite the experience of inadequate information, only five had tried to obtain further information about brain death since the event. Most would have liked information sent to them, although some agreed that it would also have been upsetting. The solution offered would be a personal contact offering further information.
Finally, there is no obvious reassurance that further and better explanation will easily alter the ability to accept that the warm body, which "breathes" and has a heartbeat, is actually dead. Two-thirds admitted that while they accepted the death intellectually they still felt emotionally that the person was still alive. When asked about donation, the next-of-kin of 14 still had doubts about their relative being really dead, with eight of those being in donor families.
Despite all this there was no association between degree of comprehension of brain death and agreement to donate. The most important factors in the decision to donate appear to be prior discussion, both by the responsible next-of-kin and the deceased, prior knowledge of brain death on the part of the next-ofkin, and the known wishes of the deceased person.
Almost half of those asked about donation reported some distress at the time. The actual request and the timing of the approach will always be difficult but this study clearly shows that prior discussion by the family about organ donation moderates the distress that this may produce. While responders in this study, as in other donor family studies, often comment on the fact that request immediately follows brain death confirmation, Garrison et alii found that a delay between the two has an association with a higher consent rate. One of the practical difficulties actually encountered is that many families, at this point, have "had enough, and just want to be able to get out of here". In addition other families turn immediately to the hospital staff, asking "what happens now?". Many would feel uncomfortable to say nothing at that point, only to return later, when the family are "softened up". All the study findings, however, do suggest that some delay before making the request should be allowed. It also seems probable that an angry family trying to get away are very unlikely to have considered organ donation, and are therefore much more likely to refuse, in any event. Again, if angry and aggressive, they may be more likely to assocate the request with their anger. Delaying the request might increase the numbers consenting while decreasing the numbers of families with lingering anger and resentment.
The study cautions against the use of any phrases which may constitute pressure. For example, a request including the words "to help others" could be regarded as coercive, with the same phrase being quite innocent when offered as a later explanation. One family in this study who felt pressured, had been told about the needs of a patient on intra-aortic balloon pump counterpulsation and in desperate need of a transplant. The same nine who felt pressured also felt they were not given enough time or information, and include those who felt the doctors did not try hard enough and those who regret their decisions. While a commitment to organ donation is an essential attribute for the person asking, any impulse to push for donation must be restrained. Once the subject has been raised there exists an obligation to provide full support to the body and no resource demands should be allowed to encourage pressure for a decision. If the family are unable to resolve the decision it will probably be wise to allow further contact with another staff member who has not been party to the discussion and who cannot be seen as one with a vested interest.
